
Volume 32, Issue 1     January 2014 SjogrensSyndromeFoundation @MoistureSeekers

In This Issue 5 Tips for Comfortable Living  9 Breakthrough Bullet 10 Memorial & Honor 11 I Stood Up 

continued page 2 t

SSF 5-Year Breakthrough 
Goal: 2-Year Update

by Steven Taylor, SSF CEO, and Elizabeth Trocchio, SSF Director of Marketing 

Two years ago, in January 2102, the Sjögren’s Syn-
drome Foundation and Board of Directors had the 
privilege of announcing the launch of our 5-Year 

Breakthrough Goal. Our Goal: 

“To shorten the time to 
diagnose Sjögren’s by 

50% in five years!”
It currently takes an average 4.7 years to receive an ac-

curate diagnosis from the time a patient seeks treatment 
for their symptoms to formal diagnosis. This is why that 
SSF knew that we had to take action and ensure that 
those seeking a diagnosis would not have to struggle for 
as long as those who went before them. 

Having patients diagnosed faster will also benefit 
all Sjögren’s sufferers. As physicians start seeing more 
patients in their practice, they will need to become more 
knowledgeable about the different manifestations of 
Sjögren’s and the treatment options available. 

To achieve our 5-Year Breakthrough Goal and short-
en the time it takes to be diagnosed to less than 2.5 
years by 2017, we are focusing on three specific 
action items:

l Increasing public awareness

l Increasing involvement from our friends and partners

l Increasing education and awareness among health-
care professionals

Increasing public awareness 
With the help from our volunteer Awareness Ambas-

sadors this past year, we are slowly achieving our hope to 
make Sjögren’s a household name. These Ambassadors are 
serving on the front lines by helping to distribute Sjögren’s 
educational information throughout their local communi-
ties as well as helping to educate their area’s physicians.

As our Honorary Awareness Ambassador Chairperson, 
Venus Williams (Olympian and Pro-Tennis Player) leads 
the charge, we are proud to announce that we currently 
have 472 Ambassadors representing 46 states. These 
volunteers have stepped up to be a part of our Carroll Petrie 
Foundation Sjögren’s Awareness Ambassador Program and 
since the launch of our 5-Year Breakthrough Goal they have 
distributed over 27,000 Sjögren’s kits to over 2,567 health-
care professionals in their local communities. 

As you know, Sjögren’s can often be overlooked or 
misdiagnosed because it can affect the entire body and 
patient’s symptoms can manifest in various ways. We also 
know that diagnosing a patient quickly can be a chal-
lenge because often a patient will discuss dry mouth or 
tooth decay with their dentist, dry eye with their eye care 
provider, vaginal dryness with their gynecologist, and 
fatigue or joint paint with their primary care doctor. Each 
symptom alone wouldn’t indicate an underlining autoim-
mune disease but when coupled together, would suggest 
Sjögren’s. That is why part of our program is trying to 
educate the general community that any time they suffer 
from symptoms of any sort, to make sure they are telling 
one physician all of their symptoms. This will not only 
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help in diagnosing Sjögren’s but also any other underlining condition.
This past year, the SSF has also expanded the use of our new blog “Con-

quering Sjögren’s” as a way to educate and increase awareness for both diag-
nosed and undiagnosed patients. Social media including Facebook and Twit-
ter has also helped the SSF to make Sjögren’s information easily accessible to 
the general public so that when someone undiagnosed searches about their 
symptoms online, they will find the SSF. Our hope is that our online informa-
tion will encourage these patients to talk to their doctor about the possibility 
of a Sjögren’s diagnosis. 

While our presence on social media is a tool to get Sjögren’s information 
out to the masses, we encourage everyone to use these online outlets as a way 
to connect with other patients, share their Sjögren’s story, and see the new 
information that’s available to everyone on sjogrens.org. 

Increasing involvement from our friends and partners
This is a critical aspect to achieving our 5-Year Breakthrough Goal. The 

SSF strongly values our partnerships with other autoimmune disease organi-
zations, especially those that regularly coincide with Sjögren’s. We are proud 
to be in various coalitions with them to help advocate on Capitol Hill as we 
did with the Restoring Access to Medication Act (S. 1647), bipartisan legisla-
tion which was recently introduced to the Senate in November 2013.  This 
work was the continuation of SSF CEO Steven Taylor’s testimony before 
the House Committee on Ways and Means about the expense and difficulty 
with treating Sjögren’s with over-the-counter medication. Joining our voices 
together in one unified voice has helped make the SSF effective in changing 
the way Sjögren’s is viewed.

As you have seen in past issues of The Moisture Seekers, we continually ask 
our contacts, friends and their families to help us spread the word by par-
ticipating in awareness events and other activities. Our Sjögren’s Walkabouts, 
Sip for Sjögren’s and our Team Sjögren’s events allow patients to connect in a 
casual and fun environment that also increases awareness in their community 
and raises funds for Sjögren’s. You can check this issue to see a calendar of 
upcoming SSF events this spring and summer. By participating and/or at-
tending our events, you will not only be supporting the SSF but you will also 
showing your support of the Sjögren’s patients who helped to organize these 
events. In addition, the more in attendance, the more potential to create 
awareness at the various venues where these events are held. 

And finally the SSF has worked hard at creating partnership with corpora-
tions and private foundations to create awareness programs for Sjögren’s. The 
SSF’s national partnership with Tupperware® this year has helped us increase 
awareness and expand our efforts of partnering with companies that can help 
spread the word about Sjögren’s. In addition, the Carroll Petrie Foundation 
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1. Have your prescription for RESTASIS® filled at your pharmacy.
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RESTASIS® Ophthalmic Emulsion $20 Rebate Program, P.O. Box 6513, West Caldwell, NJ 07007. Please allow 8 weeks for receipt of rebate check. Receipts prior to September 30, 2013 will not be accepted. One 
rebate per consumer. Duplicates will not be accepted. See rebate certificate for expiration date. Eligibility: Offer not valid for prescriptions reimbursed or paid under Medicare, Medicaid, or any similar federal 
or state healthcare program including any state medical or pharmaceutical assistance programs. Offer void where prohibited by law, taxed, or restricted. Amount of rebate not to exceed $20 or co-pay, 
whichever is less. This certificate may not be reproduced and must accompany your request for a rebate. Offer good only for one prescription of RESTASIS® Ophthalmic Emulsion and only in the USA and Puerto Rico. 
Allergan, Inc. reserves the right to rescind, revoke, and amend this offer without notice. You are responsible for reporting receipt of a rebate to any private insurer that pays for, or reimburses you for, any part of the 
prescription filled, using this certificate.

❑  Enroll me in the My Tears, My Rewards ® Program to save more!
❑   I am not a patient enrolled in Medicare, Medicaid, or any similar 

federal or state healthcare program. For more information, please visit our website, www.restasis.com.

RESTASIS® (Cyclosporine Ophthalmic Emulsion) 0.05%
BRIEF SUMMARY—PLEASE SEE THE RESTASIS® PACKAGE INSERT FOR  
FULL PRESCRIBING INFORMATION.
INDICATIONS AND USAGE
RESTASIS® ophthalmic emulsion is indicated to increase tear production in patients whose 
tear production is presumed to be suppressed due to ocular inflammation associated with 
keratoconjunctivitis sicca. Increased tear production was not seen in patients currently taking topical 
anti-inflammatory drugs or using punctal plugs.
CONTRAINDICATIONS
RESTASIS® is contraindicated in patients with known or suspected hypersensitivity to any of the 
ingredients in the formulation.
WARNINGS AND PRECAUTIONS
Potential for Eye Injury and Contamination
To avoid the potential for eye injury and contamination, be careful not to touch the vial tip to your eye 
or other surfaces.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased 
tear production typically should not wear contact lenses. If contact lenses are worn, they should be 
removed prior to the administration of the emulsion. Lenses may be reinserted 15 minutes following 
administration of RESTASIS® ophthalmic emulsion.
ADVERSE REACTIONS
Clinical Trials Experience 
Because clinical trials are conducted under widely varying conditions, adverse reaction rates 
observed in the clinical trials of a drug cannot be directly compared to rates in the clinical trials of 
another drug and may not reflect the rates observed in practice.

In clinical trials, the most common adverse reaction following the use of RESTASIS® was ocular 
burning (17%).

Other reactions reported in 1% to 5% of patients included conjunctival hyperemia, discharge, 
epiphora, eye pain, foreign body sensation, pruritus, stinging, and visual disturbance (most  
often blurring).
Post-marketing Experience
The following adverse reactions have been identified during post approval use of RESTASIS®. Because 
these reactions are reported voluntarily from a population of uncertain size, it is not always possible to 
reliably estimate their frequency or establish a causal relationship to drug exposure. 

Reported reactions have included: hypersensitivity (including eye swelling, urticaria, rare cases 
of severe angioedema, face swelling, tongue swelling, pharyngeal edema, and dyspnea); and 
superficial injury of the eye (from the vial tip touching the eye during administration).  
USE IN SPECIFIC POPULATIONS
Pregnancy
Teratogenic Effects: Pregnancy Category C
Adverse effects were seen in reproduction studies in rats and rabbits only at dose levels toxic 
to dams. At toxic doses (rats at 30 mg/kg/day and rabbits at 100 mg/kg/day), cyclosporine oral 
solution, USP, was embryo- and fetotoxic as indicated by increased pre- and postnatal mortality and 
reduced fetal weight together with related skeletal retardations. These doses are 5,000 and 32,000 
times greater (normalized to body surface area), respectively, than the daily human dose of one drop 
(approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg person (0.001 
mg/kg/day), assuming that the entire dose is absorbed. No evidence of embryofetal toxicity was 
observed in rats or rabbits receiving cyclosporine at oral doses up to 17 mg/kg/day or 30 mg/kg/day, 
respectively, during organogenesis. These doses in rats and rabbits are approximately 3,000 and 
10,000 times greater (normalized to body surface area), respectively, than the daily human dose.

Offspring of rats receiving a 45 mg/kg/day oral dose of cyclosporine from Day 15 of pregnancy until 
Day 21 postpartum, a maternally toxic level, exhibited an increase in postnatal mortality; this dose is 
7,000 times greater than the daily human topical dose (0.001 mg/kg/day) normalized to body surface 
area assuming that the entire dose is absorbed. No adverse events were observed at oral doses up 
to 15 mg/kg/day (2,000 times greater than the daily human dose).

There are no adequate and well-controlled studies of RESTASIS® in pregnant women. RESTASIS® 
should be administered to a pregnant woman only if clearly needed.

Nursing Mothers
Cyclosporine is known to be excreted in human milk following systemic administration, but excretion 
in human milk after topical treatment has not been investigated. Although blood concentrations are 
undetectable after topical administration of RESTASIS® ophthalmic emulsion, caution should be 
exercised when RESTASIS® is administered to a nursing woman.
Pediatric Use
The safety and efficacy of RESTASIS® ophthalmic emulsion have not been established in pediatric 
patients below the age of 16.
Geriatric Use
No overall difference in safety or effectiveness has been observed between elderly and  
younger patients.
NONCLINICAL TOXICOLOGY
Carcinogenesis, Mutagenesis, Impairment of Fertility 
Carcinogenesis: Systemic carcinogenicity studies were carried out in male and female mice and 
rats. In the 78-week oral (diet) mouse study, at doses of 1, 4, and 16 mg/kg/day, evidence of a 
statistically significant trend was found for lymphocytic lymphomas in females, and the incidence of 
hepatocellular carcinomas in mid-dose males significantly exceeded the control value.

In the 24-month oral (diet) rat study, conducted at 0.5, 2, and 8 mg/kg/day, pancreatic islet 
cell adenomas significantly exceeded the control rate in the low dose level. The hepatocellular 
carcinomas and pancreatic islet cell adenomas were not dose related. The low doses in mice and 
rats are approximately 80 times greater (normalized to body surface area) than the daily human 
dose of one drop (approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg 
person (0.001 mg/kg/day), assuming that the entire dose is absorbed. 

Mutagenesis: Cyclosporine has not been found to be mutagenic/genotoxic in the Ames Test, the V79-
HGPRT Test, the micronucleus test in mice and Chinese hamsters, the chromosome-aberration tests 
in Chinese hamster bone-marrow, the mouse dominant lethal assay, and the DNA-repair test in sperm 
from treated mice. A study analyzing sister chromatid exchange (SCE) induction by cyclosporine using 
human lymphocytes in vitro gave indication of a positive effect (i.e., induction of SCE).

Impairment of Fertility: No impairment in fertility was demonstrated in studies in male and female rats 
receiving oral doses of cyclosporine up to 15 mg/kg/day (approximately 2,000 times the human daily 
dose of 0.001 mg/kg/day normalized to body surface area) for 9 weeks (male) and 2 weeks (female) 
prior to mating.
PATIENT COUNSELING INFORMATION
Handling the Container
Advise patients to not allow the tip of the vial to touch the eye or any surface, as this may 
contaminate the emulsion. To avoid the potential for injury to the eye, advise patients to not touch the 
vial tip to their eye.

Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased tear 
production typically should not wear contact lenses. Advise patients that if contact lenses are worn, 
they should be removed prior to the administration of the emulsion. Lenses may be reinserted 15 
minutes following administration of RESTASIS® ophthalmic emulsion.
Administration
Advise patients that the emulsion from one individual single-use vial is to be used immediately after 
opening for administration to one or both eyes, and the remaining contents should be discarded 
immediately after administration.

Rx Only

Based on package insert 71876US15 
©2013 Allergan, Inc.  
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® marks owned by Allergan, Inc.   APC23SO13 
Patented. See www.allergan.com/products/patent_notices 
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keratoconjunctivitis sicca. Increased tear production was not seen in patients currently taking topical 
anti-inflammatory drugs or using punctal plugs.
CONTRAINDICATIONS
RESTASIS® is contraindicated in patients with known or suspected hypersensitivity to any of the 
ingredients in the formulation.
WARNINGS AND PRECAUTIONS
Potential for Eye Injury and Contamination
To avoid the potential for eye injury and contamination, be careful not to touch the vial tip to your eye 
or other surfaces.
Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased 
tear production typically should not wear contact lenses. If contact lenses are worn, they should be 
removed prior to the administration of the emulsion. Lenses may be reinserted 15 minutes following 
administration of RESTASIS® ophthalmic emulsion.
ADVERSE REACTIONS
Clinical Trials Experience 
Because clinical trials are conducted under widely varying conditions, adverse reaction rates 
observed in the clinical trials of a drug cannot be directly compared to rates in the clinical trials of 
another drug and may not reflect the rates observed in practice.

In clinical trials, the most common adverse reaction following the use of RESTASIS® was ocular 
burning (17%).

Other reactions reported in 1% to 5% of patients included conjunctival hyperemia, discharge, 
epiphora, eye pain, foreign body sensation, pruritus, stinging, and visual disturbance (most  
often blurring).
Post-marketing Experience
The following adverse reactions have been identified during post approval use of RESTASIS®. Because 
these reactions are reported voluntarily from a population of uncertain size, it is not always possible to 
reliably estimate their frequency or establish a causal relationship to drug exposure. 

Reported reactions have included: hypersensitivity (including eye swelling, urticaria, rare cases 
of severe angioedema, face swelling, tongue swelling, pharyngeal edema, and dyspnea); and 
superficial injury of the eye (from the vial tip touching the eye during administration).  
USE IN SPECIFIC POPULATIONS
Pregnancy
Teratogenic Effects: Pregnancy Category C
Adverse effects were seen in reproduction studies in rats and rabbits only at dose levels toxic 
to dams. At toxic doses (rats at 30 mg/kg/day and rabbits at 100 mg/kg/day), cyclosporine oral 
solution, USP, was embryo- and fetotoxic as indicated by increased pre- and postnatal mortality and 
reduced fetal weight together with related skeletal retardations. These doses are 5,000 and 32,000 
times greater (normalized to body surface area), respectively, than the daily human dose of one drop 
(approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg person (0.001 
mg/kg/day), assuming that the entire dose is absorbed. No evidence of embryofetal toxicity was 
observed in rats or rabbits receiving cyclosporine at oral doses up to 17 mg/kg/day or 30 mg/kg/day, 
respectively, during organogenesis. These doses in rats and rabbits are approximately 3,000 and 
10,000 times greater (normalized to body surface area), respectively, than the daily human dose.

Offspring of rats receiving a 45 mg/kg/day oral dose of cyclosporine from Day 15 of pregnancy until 
Day 21 postpartum, a maternally toxic level, exhibited an increase in postnatal mortality; this dose is 
7,000 times greater than the daily human topical dose (0.001 mg/kg/day) normalized to body surface 
area assuming that the entire dose is absorbed. No adverse events were observed at oral doses up 
to 15 mg/kg/day (2,000 times greater than the daily human dose).

There are no adequate and well-controlled studies of RESTASIS® in pregnant women. RESTASIS® 
should be administered to a pregnant woman only if clearly needed.

Nursing Mothers
Cyclosporine is known to be excreted in human milk following systemic administration, but excretion 
in human milk after topical treatment has not been investigated. Although blood concentrations are 
undetectable after topical administration of RESTASIS® ophthalmic emulsion, caution should be 
exercised when RESTASIS® is administered to a nursing woman.
Pediatric Use
The safety and efficacy of RESTASIS® ophthalmic emulsion have not been established in pediatric 
patients below the age of 16.
Geriatric Use
No overall difference in safety or effectiveness has been observed between elderly and  
younger patients.
NONCLINICAL TOXICOLOGY
Carcinogenesis, Mutagenesis, Impairment of Fertility 
Carcinogenesis: Systemic carcinogenicity studies were carried out in male and female mice and 
rats. In the 78-week oral (diet) mouse study, at doses of 1, 4, and 16 mg/kg/day, evidence of a 
statistically significant trend was found for lymphocytic lymphomas in females, and the incidence of 
hepatocellular carcinomas in mid-dose males significantly exceeded the control value.

In the 24-month oral (diet) rat study, conducted at 0.5, 2, and 8 mg/kg/day, pancreatic islet 
cell adenomas significantly exceeded the control rate in the low dose level. The hepatocellular 
carcinomas and pancreatic islet cell adenomas were not dose related. The low doses in mice and 
rats are approximately 80 times greater (normalized to body surface area) than the daily human 
dose of one drop (approximately 28 mcL) of 0.05% RESTASIS® twice daily into each eye of a 60 kg 
person (0.001 mg/kg/day), assuming that the entire dose is absorbed. 

Mutagenesis: Cyclosporine has not been found to be mutagenic/genotoxic in the Ames Test, the V79-
HGPRT Test, the micronucleus test in mice and Chinese hamsters, the chromosome-aberration tests 
in Chinese hamster bone-marrow, the mouse dominant lethal assay, and the DNA-repair test in sperm 
from treated mice. A study analyzing sister chromatid exchange (SCE) induction by cyclosporine using 
human lymphocytes in vitro gave indication of a positive effect (i.e., induction of SCE).

Impairment of Fertility: No impairment in fertility was demonstrated in studies in male and female rats 
receiving oral doses of cyclosporine up to 15 mg/kg/day (approximately 2,000 times the human daily 
dose of 0.001 mg/kg/day normalized to body surface area) for 9 weeks (male) and 2 weeks (female) 
prior to mating.
PATIENT COUNSELING INFORMATION
Handling the Container
Advise patients to not allow the tip of the vial to touch the eye or any surface, as this may 
contaminate the emulsion. To avoid the potential for injury to the eye, advise patients to not touch the 
vial tip to their eye.

Use with Contact Lenses
RESTASIS® should not be administered while wearing contact lenses. Patients with decreased tear 
production typically should not wear contact lenses. Advise patients that if contact lenses are worn, 
they should be removed prior to the administration of the emulsion. Lenses may be reinserted 15 
minutes following administration of RESTASIS® ophthalmic emulsion.
Administration
Advise patients that the emulsion from one individual single-use vial is to be used immediately after 
opening for administration to one or both eyes, and the remaining contents should be discarded 
immediately after administration.

Rx Only

Based on package insert 71876US15 
©2013 Allergan, Inc.  
Irvine, CA 92612, U.S.A.  
® marks owned by Allergan, Inc.   APC23SO13 
Patented. See www.allergan.com/products/patent_notices 
Made in the U.S.A.
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Let us know what works for you!   
Please send your tips for managing Sjögren’s to: 

The Sjögren’s Syndrome Foundation
Attn: TMS
6707 Democracy Blvd., STE 325
Bethesda, MD 20817

The Sjögren’s Syndrome Foundation wants all those diagnosed to have 
a happy and healthy New Year! Start off 2014 by taking control of your 
health with these short but essential Sjögren’s survival tips. 

General Tips
l It is important to find a doctor who is both a good partner in treating 

your disease, as well as a good listener!

l When seeking information on Sjögren’s, consider the source. Make 
sure the source is authoritative, knowledgeable and up-to-date.

l Identify major stressors in your life and work with a mental health 
professional or your support system to minimize their impact.

l Just because an OTC product is natural does not make it safe or ap-
propriate. Always discuss natural remedies with your doctor.

l Recent scientific data show that longevity is associated with the suc-
cessful management of chronic diseases such as Sjögren’s– not the 
absence of any disease.

l If you have Sjögren’s and are employed, ask for needed accommoda-
tions because of your medical condition.

l Always take non-steroidal anti-inflammatory drugs (NSAIDs) with food 
or milk to avoid stomach upset.

l Never feel guilty about seeking a second opinion, especially given the 
overlap and uncertainty with Sjögren’s.

l If you are riding an emotional roller coaster of emotions because of 
your Sjögren’s, join an SSF Support Group and/or talk to a health pro-
fessional. You will feel better knowing that you are not alone, plus you 
will find more ways to cope with your disease.

l Listen to your body. Do not take on more than you can handle, and pay 
attention to new symptoms, or symptoms that get worse, and tell your 
physician.

l Find a doctor who will coordinate all of your care in Sjögren’s and head 
your “medical care team.” Usually this is a rheumatologist, but a family 
doctor or general practitioner may also fill this role.

Tips for a Comfortable Living

continued page 7 t
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also has considerably helped the SSF by supporting the 
SSF’s Awareness Ambassador Program. Many other part-
nerships were formed and we encourage you to watch 
future newsletter for information about new therapeutic 
clinical trials that will be launching in 2014 as well as 
new diagnostic testing that is being used to help us speed 
up the diagnosis for Sjögren’s!

Increasing education and awareness 
among healthcare professionals

Increasing professional awareness is a very important 
facet of the SSF’s mission and overall strategy to achieving 
our Goal. Professional awareness and education will not 
only help speed up a diagnosis but will also help physi-
cians understand the severity of the disease and how best 
to treat Sjögren’s patients. That is why nearly 4 years ago 
the SSF embarked on our largest professional initiative 
ever – to develop clinical practice guidelines for Sjögren’s. 

Clinical practice guidelines will give physicians a road-
map of how to treat, monitor and manage their Sjögren’s 
patients to help standardize patient care. To date, over a 
100 healthcare professionals have volunteered their time 
to help with our ongoing guidelines that have already re-
ceived praise from the American College of Rheumatol-
ogy, the American Dental Association and the American 
Academy of Ophthalmology.

Having healthcare professionals fully understand 
Sjögren’s is something that all patients know is urgently 
needed. This is why professional education is a top priority. 

“5-Year” continued from page 2 t The Foundation continues to work on increasing our vis-
ibility at healthcare professional conferences – especially 
those specialties that see symptoms long before patients 
are diagnosed. This past year the SSF was proud to present 
and exhibit at numerous professional conferences such as: 

l American College of Rheumatology (ACR)

l Friends of National Institute of Dental and Cranio-
facial Research (FNIDCR)

l Yankee Dental

l American Academy of Oral Medicine (AAOM)

l American Optometric Association (AOA) 

Summary
As you can see, the SSF has kept the momentum alive 

this past year as we strive to reach our 5-Year Break-
through Goal. Thank you to everyone who has helped us 
along our way! From our Awareness Ambassadors to our 
Support Group Leaders, and our professional educators 
to our event volunteers- the Board of Directors and the 
staff of the SSF are humbled by your support.

We know however that the dream of making Sjögren’s 
a household name is only possible if everyone will step 
up and do something! We encourage you to look for op-
portunities in this and future issues of the newsletter for 
ways to connect with the Foundation. And remember to 
share your Sjögren’s story and tell others about the SSF. 

Remember that one person at a time, one community at 
a time and one physician at a time makes all the difference 
and when all put together – we will conquer Sjögren’s!  n

Stay informed. Stay aware. Be your  
own best medical advocate. 

To increase professional awareness about Sjögren’s syndrome, the SSF publishes the 
Sjögren’s Quarterly – a professional resource geared toward medical and dental profes-
sionals, clinicians, researchers, and anyone interested in the latest in Sjögren’s research 
findings and treatments.

Although the content is primarily written for a professional audience, Sjögren’s Quarterly is 
not just for doctors and researchers. Patients may benefit from the information, too. 

If you are interested in subscribing to Sjögren’s Quarterly, we are offering a special 
introductory rate of just $18 for SSF members. Take charge of your healthcare by keep-
ing on top of all the best medical information available. 

Subscribe to Sjögren’s Quarterly today, and you might just teach your doctor a thing 
or two about Sjögren’s.
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 The Professionals’ Resource on Sjögren’s Syndrome

W
e all know that the way U.S. health-

care professionals do business is
 rapidly 

changing. Healthcare plans that reim-

burse patients for OTC drugs and products will 

now require prescriptions, M
edicare reimbursement 

once again is o
n the calendar for major cuts, coding 

changes also affect the bottom line for medical spe-

cialists 
who treat Sjögren’s patients, a

nd physicians 

are poised to switch medical records fro
m print to 

electronic versions. Many of the new rules remain 

unclear and open to interpretation. Peter Donshik, 

Clinical Professor of Ophthalmology, University
 of 

Connecticut Health Center, sums up the new cir-

cumstances in healthcare in one word: “Uncertainty.” 

Some physicians have decided to close their offices 

because of increased expenses and regulations due 

to Medicare and Medicaid, while others sa
y they will 

accommodate the changes but continually gauge the 

business of running their offices. Regardless, changes 

are afoot that will impact physicians and patients 

alike. The Sjögren’s Syndrome Foundation (SSF) 

wants to
 assure you that it i

s aware of the impending 

changes and will w
ork to modify those elements th

at 

might affect you negatively.

Did you know that if y
our patients have access to 

health reimbursement accounts, your patients will 

be asking you for a written prescription for OTC 

products starting January 1?

Continued on page 4 t
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Clinicians Face Major  

Changes in Healthcare –  

are you aware of the  

Key Issues?

W
hen Sjögren’s patients express concern 

about subtle changes in verbal skills a
nd 

verbal memory, those concerns should 

not be dismissed or sim
ply attributed to aging and/

or depression. The patient should be referred to 

a neurologist f
or evaluation and to rule out oth-

er causes of similar symptoms. Regardless of the 

cause, neuroimaging studies are routinely used to 

determine whether other brain abnormalities ex-

ist. M
RI, CT scan, cerebral angiography and SPECT 

imaging can provide evidence of central nervous 

system (CNS) involvement in Sjögren’s and subse-

quently help determine the course of management 

and treatment. Cognitive symptoms in Sjögren’s can 

wax and wane, remain mild and/or become progres-

sively worse. In this article, we focus on cognitive 

impairment in Sjögren’s and the use of neuropsy-

chological testing to monitor changes. 

Physicians should recognize that cognitive diffi-

culties can and do occur in Sjögren’s and consider 

formal neuropsychological testing to verify reported 

Cognitive Impairment 

and Neuropsychological 

testing in Sjögren’s 

by Steven Mandel, MD, Frederick Vivino, MD, Edward Maitz, PhD, 

Tiffany Jennings, PhD, Kenneth Goldberg, PsyD, Bret Boyer, PhD; 

Thomas Jefferson University
, Jefferson Medical College and PENN 

Sjögren’s Syndrome Center, Presbyterian Hospital, Philadelphia, 

Pennsylvania; and Widener University
, Chester, Pennsylvania

4 issues for just 

$18
for SSF members!

Order by calling the Foundation 
office at 800-475-6473
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Adhering discs for use while sleeping and daytime!
XyliMelts long lasting adhering discs temporarily relieve dry 
mouth* day and night, even while sleeping when dry mouth 
is worst.

• 500 mg of Xylitol coats, moisturizes and lubricates*
• Discretely sticks to gums or teeth
• Lasts all night
• May reduce risk of tooth decay
• 12 disc sample; just pay $3.20 shipping
   (online or telephone orders only)

* These statements have not been evaluated by the Food and Drug    
   Administration. This product is not intended to diagnose, treat, cure 
   or prevent any disease.

Available at Rite Aid. Call 877-672-6541 for telephone
orders or visit www.XyliMelts.com

 500 mg of Xylitol coats, moisturizes and lubricates*

 for telephone

      XyliMelts®

                for dry mouth
OraCoat

OR50-107930_3.375x3.375_Ad2_V4.indd   1 12/13/13   11:52 AM

l Become an active participant in treatment deci-
sions and an informed consumer. You will feel more 
in control of your disease, decrease anxiety, and 
ensure you are getting the best possible medical 
care for you.

l You can maintain a good quality of life with 
Sjögren’s. Stay on top of the latest information, 
educate yourself through the SSF, find support and 
watch your limits.

l Make sure your physician knows about all the 
prescription and OTC medications you are taking. 
Many drugs have side effects that can make your 
Sjögren’s symptoms worse.

l Remember that just because a symptom can’t be 
seen easily, your symptom is still important. If you 
feel your Sjögren’s symptoms are dismissed by a 
physician, help educate your physician and/or find 
another physician.

l Seek positive relationships in your life. These will 
help you cope and will reduce general anxiety when 
you have a frequently misunderstood disease.

l Use a moisturizing spray or gel for your dry nose. 

l A drop of earwax remover or mineral oil can help 
dry itching ears.

Dry Mouth Survival Tips
l Eat soft, moist foods if you have trouble swallowing 

or with your teeth chipping and breaking.

l Sjögren’s patients should eat smaller, more frequent 
meals to stimulate saliva flow.

l Avoid salty, acidic or spicy foods and carbonated 
drinks that may be painful on your dry mouth or 
interfere with digestion in Sjögren’s.

l Help prevent dental decay by using oral products 
containing the sweetener xylitol.

l For dry mouth, increase your intake of liquids 
during the day. Remember that small sips of water 
work best.

l Sjögren’s patients should avoid mouthwashes and 
rinses that contain alcohol or witch hazel. These 
ingredients can aggravate oral dryness and burning.

l Chew sugar-free gum or suck on hard diabetic or 
sugar-free candies to help increase saliva.

l Apply vitamin E oil or moisturizing gels to dry or 
sore parts of the mouth or tongue for long-lasting 
relief. Use the liquid oil or punch holes in vitamin 
capsules. 

continued page 8 t

Dry Eye Survival Tips 
l Try sterile eyelid cleansers or baby shampoo on a 

warm washcloth to help with blepharitis, a com-
mon condition in Sjögren’s that causes chronic 
inflammation of the eyelids and eyelid margins.

l If your eyes are bothered by light, wear sunglasses 
or try lenses with a FL-41 filter.

l Carry a wet washcloth in a zip-top bag to place on 
your dry eyes when traveling.

l Sjögren’s patients with dry eye should carefully 
clean their eyelids with warm water or one of the 
commercially available eyelid cleansers.

l Use non-preserved artificial tears frequently and 
regularly, even when your eyes feel good. The goal 
is to keep your eyes comfortable, not to wait until 
they are uncomfortable.

l Keep the upper and lower eyelids free of facial 
creams at bedtime; they can enter the eye and 
cause irritation.

l Try ointments or gels at bedtime by first applying 
them only to the eyelids and lashes. If that is not 
helpful, place ~1/4 inch of ointment between the 
lower lid and eyeball. 

l Eye ointments and gels can blur your vision and are 
usually reserved for overnight use.

l If your vision is blurred with artificial tear use, try a 
less thick (viscous) drop or ointment.

“Self-help Tips” continued from page 5 t
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Lozenges, Sprays & Gel
Designed to meet the needs of Sjögren’s patients

Now available at your local
Independent Pharmacy

www.medactive.com   1-866-887-4867
Proudly Made in the U.S.A.

l Try moisture chamber glasses, wrap-around 
sunglasses, or other glasses, goggles or shields to 
prevent moisture evaporation and offer protection 
from air currents that irritate your dry eye.

Dry Skin Survival Tips
l Take short, warm baths or showers to help with dry 

skin. Hot water removes skin oils.

l Sjögren’s patients with dry skin should pat dry after 
bathing and moisturize immediately while the skin 
is still damp. You can use petroleum jelly, bath oil or 
even some cooking oils such as safflower oil, olive 
oil, Canola® oil and Crisco®.

l Drag moisture into your skin by using products that 
contain chemilas such as urea, glycerin, lactic or 
similar “metabolic” or alpha-hydroxy acids, such as 
AmLactin® cream or Carmol®.

l Sjögren’s patients with dry and/or sensitive skin 
should avoid fabric softeners in the washer and 
dryer.

l After swimming, make sure that you shower and 
then immediately use a moisturizer to reduce dry 
skin symptoms. 

Fatigue Survival Tips
l Battling fatigue with Sjögren’s? Know your limits 

and pace yourself. 

l Don’t be a couch potato! A common cause of 
chronic pain and fatigue in any disorder, including 
Sjögren’s, is lack of exercise.

l Educate your friends and family about what you 
are going through and how fatigue in Sjögren’s can 
come and go.

l Work with your doctor to find a specific cause and 
treatment for your fatigue. Sjögren’s can cause 
fatigue, but there can be other related causes.

Sleep & Sjögren’s Survival Tips
l Sjögren’s patients who have trouble sleeping should 

make sure the bedroom is comfortable, secure, dark 
and quiet.

l To maintain good “sleep hygiene,” get out of bed 
at the same time every morning and into bed with 
lights out at the same time every night.

l Did you know that sleep problems are a major com-
plaint among Sjögren’s patients? To help with sleep, 
avoid alcohol and caffeine after 4:00 p.m. 

l For nighttime reflux, avoid eating at least 3 hours 
before bed and limit liquids to small sips to keep 
the stomach empty.

l Elevate the head of your bed by raising the bed posts 
at least 30-45 degrees to help with nighttime reflux. 
Do not use extra pillows to elevate the head.  n

“Self-help Tips” continued from page 7 t
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January
Breakthrough Bullet: 
Do your physicians’ offices 

display Sjögren’s brochures?

Did you know the Sjögren’s Syndrome Founda-
tion mails out free brochures and our newsletter 
tailored to medical professionals, the Sjögren’s 

Quarterly, to every physician who calls and requests it? 
Educating the professional community about the full 

affect that Sjögren’s can have on one’s body is a main 
priority of the SSF and a key role in helping us reach our 
5-Year Breakthrough Goal: “To shorten the time to diag-
nose Sjögren’s by 50% in five years!”

At the SSF we know how frustrating it is for patients 
to have to educate their physicians about the complex 
manifestations of Sjögren’s and even how to pronounce 
it (SHOW-grins) but we also know that your help in 
educating them makes the difference. 

Currently, the SSF has over 6,000 healthcare profes-
sionals who regularly receive our Sjögren’s Quarterly, and 
another 3,000 who have our Sjögren’s brochures in their 
offices.

We hope you will help us by helping to educate ALL 
of your physicians! So at your next doctor’s visit, talk 
to them about the SSF and let them know about our 
free brochures and our complimentary newsletter, the 
Sjögren’s Quarterly. The SSF has three complimentary 
brochures: What is Sjögren’s Syndrome, Dry Mouth, and 
Dry Eye. We also have 26 downloadable fact sheets avail-
able on the SSF’s website as well. Have your physician 
either go online to request brochures or the newsletter or 
simply have them call the office at 301-530-4420.

Just imagine if every physician knew more about 
Sjögren’s – we would not only shorten the time to diag-
nose Sjögren’s but also every patient would receive the 
respect and time they deserve as they battle this confus-
ing and complicated disease. Every physician educated 
on Sjögren’s will be one more “Sjögren’s Champion” the 
SSF will have in our community.

Help us make your doctor a Sjögren’s Champion in 
2014!  n
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 and facilitate our sense of taste

W a r n i n g  S i g n s  a n d  S y m p t o m s  

o f  D r y  M o u t h

Since saliva plays such an important role in the oral 

cavity, decreased salivation can lead to many problems. If 

this condition persists f
or months or years, a patient may 

develop oral complications such as difficulty swallowing, 

severe and progressive tooth decay, oral infections (par-

ticularly fungal), or combinations of these.

As a result, detecting the early signs of dry mouth is 

critica
l. The dentist and/or dental hygienist can be instru-

mental in detecting one of the earliest signs, possibly 

before the patient is even aware of his or her dry mouth, 

by observing the amount of saliva pooled under/around 

the tongue during dental procedures. Little or no pool-

ing of the saliva may indicate the patient is beginning to 

suffer from dry mouth. Other early signs to look for would 

be dental decay located at the necks of teeth next to the 

gums or on the chewing edges of teeth.

Symptoms of dry mouth can include difficulty swallow-

ing food (especially dry food) without a drink, a change 

in the sense of taste, a burning sensation or pain in the 

mouth, difficulty talking or eating certain foods, or some 

combination of these.

D i a g n o s i n g  D r y  M o u t h

It is im
portant to determine if dry mouth is caused by 

a change in salivary function and the severity of any sali-

vary impairment. Dry mouth is diagnosed by both dentists 

and physicians.

H i s t o r y

Specifics of the complaint of dry mouth are obtained: 

duration, frequency, and severity. The presence of dryness at 

other sites (eyes, nose, throat, skin, vagina) is documented. 

A complete medical and prescription drug history is ta
ken.

www.sjogrens.org
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S j ö g r e n ’ s  F a s t  F a c t s

l The hallmark symptoms of Sjögren’s 
syndrome are dry eyes and dry mouth.

l Sjögren’s is one of the most prevalent 
autoimmune disorders, striking as many  
as 4,000,000 Americans.

l Nine out of ten patients are women.

l The average age of diagnosis is late 40s 
although it can occur in all age groups in 
both sexes.

l Sjögren’s syndrome is treatable. Early 
diagnosis and proper treatment may 
prevent serious complications and greatly 
improve the quality of life for individuals 
living with Sjögren’s syndrome.

W h a t  i s  S j ö g r e n ’ s  s y n d r o m e ?

Sjögren’s (pronounced SHOW-grins) syndrome 
is a chronic autoimmune inflammatory disease in 
which moisture-producing glands are damaged, 
significantly decreasing the quantity and quality of 
saliva and tears. The disease was first identified by a 
Swedish physician, Henrik Sjögren, in 1933.

Although the hallmark symptoms are dry eyes and 
dry mouth, Sjögren’s also may cause dysfunction of 
other organs, affecting the kidneys, gastrointestinal 
system, blood vessels, lungs, liver, pancreas, and the 
nervous system. Patients may experience extreme 
fatigue and joint pain and have a higher risk of 
lymphoma. Sjögren’s is one of the most prevalent 
autoimmune disorders, striking as many as 4,000,000 
Americans. Nine out of ten patients are women.

About half of the time Sjögren’s syndrome occurs 
alone, and the other half it occurs in the presence of 
another connective tissue disease such as rheumatoid 
arthritis, lupus, or scleroderma. When 
Sjögren’s occurs alone, it is referred to as 
“Primary Sjögren’s.” When it occurs with 
another connective tissue disease, it is 
referred to as “Secondary Sjögren’s.” 
All instances of Sjögren’s syndrome 
are systemic, affecting the entire body. 
Symptoms may plateau, worsen, or, 
uncommonly, go into remission. While 
some people experience mild discom-
fort, others suffer debilitating symptoms 
that greatly impair their functioning. 
Early diagnosis and proper treatment 
are important — they may prevent seri-
ous complications and greatly improve a 
patient’s quality of life.

W h a t  a r e  t h e  s y m p t o m s  o f  
S j ö g r e n ’ s  s y n d r o m e ?

Symptoms vary from person to person but may 
include a dry, gritty, or burning sensation in the eyes; 
dry mouth; difficulty talking, chewing, or swallowing; 
a sore or cracked tongue; dry or burning throat; dry, 
peeling lips; a change in taste or smell; increased 
dental decay; joint pain; vaginal and skin dryness; 
digestive problems; dry nose; and fatigue. 

W h o  i s  m o s t  l i k e l y  t o  
d e v e l o p  S j ö g r e n ’ s  s y n d r o m e ?

Nine out of ten Sjögren’s patients are women. 
The average age of diagnosis is the late 40s, 
although it can occur in all age groups (including in 
children) and in both sexes.

I s  i t  e a s y  t o  d i a g n o s e  
S j ö g r e n ’ s  s y n d r o m e ?

Sjögren’s syndrome often is undiagnosed 
or misdiagnosed. The symptoms of 
Sjögren’s syndrome may mimic those 
of menopause, drug side effects, or 
medical conditions such as lupus, 
rheumatoid arthritis, fibromyalgia, 
chronic fatigue syndrome, and 
multiple sclerosis. Because all symp-
toms are not always present at the 
same time and because Sjögren’s 
can involve several body systems, 
physicians and dentists sometimes 
treat each symptom individually and 
do not recognize that a systemic 
disease is present. The average time 
from the onset of symptoms to 
diagnosis is over six years.

W h a t  i s  t h e  S j ö g r e n ’ s  
S y n d r o m e  F o u n d a t i o n ?

The Sjögren’s Syndrome Foundation (SSF) is the 
only national non-profit organization dedicated to 
fighting Sjögren’s syndrome through research, edu-
cation, and awareness. SSF supports and educates 
patients and their families, increases public and 
professional awareness, and encourages additional 
research into new treatments and a possible cure.

Join the SSF today and receive these great mem-
bership benefits (and much more)!

l The Moisture Seekers newsletter. Regarded as the 
outstanding source of current information on Sjögren’s 
syndrome, this monthly newsletter contains the latest 
information on Sjögren’s syndrome, practical tips for daily 
living, and answers to medical questions from the experts.

l Access to a network of knowledgeable volunteers and 
local support groups. These knowledgeable and empathetic 
individuals and fellow Sjögren’s syndrome patients are 
invaluable sources of information about Sjögren’s  
syndrome and the Foundation’s activities.

l Exclusive access to the members-only section of 
www.sjogrens.org featuring resources unavailable to other 
site visitors such as archives of the most popular newsletter 
articles, our online product guide, and daily survival tips.

l Members-only discounts on a variety of products and 
services such as numerous Sjögren’s-related books and 
registration for our educational conferences.

l Providing the Foundation with one more voice to increase 
awareness, educate others, and encourage research — all 
of which help in the fight to conquer Sjögren’s syndrome. 
Annual membership donations ensure that the SSF can 
support its ongoing programs, including support groups, 
patient and professional education, and the funding  
of research.

For a free information package to learn more about Sjögren’s  
syndrome and the services we provide, please contact us. 

Sjögren’s Syndrome Foundation
6707 Democracy Blvd., Suite 325 

Bethesda, MD 20817

800-475-6473
www.sjogrens.org

2011/SSF_11101.04
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 The Professionals’ Resource on Sjögren’s Syndrome

I
n response to patient concerns about medical care and 

physician inquiries regarding therapeutic dilemmas, the 

Sjögren’s Syndrome Foundation launched an initiative 

several years ago to develop Clinical Practice Guidelines for the 

disease. Working groups were formed to concentrate on three 

major areas including Rheumatologic/systemic manifestations, 

Ocular and Oral problems. These guidelines are now well un-

derway, and recommendations for initial clinical questions are 

either about to be published, in the final stages of consensus or 

being drafted. “This initiative marks one of the biggest under-

takings that the Foundation has ever made! Recognizing the 

critical need for Clinical Practice Guidelines to improve care 

for Sjögren’s patients and provide consistent, evidence- and/or 

expert-based guidance to healthcare providers, the SSF Board 

of Directors was determined to make this initiative a Founda-

tion priority,” says Steven Taylor, SSF CEO. Continued on page 2 t

Frederick B. Vivino, MD
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January 2014 / The Moisture Seekers 9



In Memory of Betty De La Oliva
James & Norma Alvarez

Design Drafting Colleagues
Shanon Orgeron

David & Pamela Walter
Frank Mantell, BMCS(DV) USN(Ret)

In Memory of Beverly Fridie
Silvie Wieczorek

In Memory of Cheryl Jean Simons
Tank Farm Coworkers

In Memory of Domenic F. Carrochi, Jr.
Karen & Michael  Gwin
Frank & Kathleen Rock

In Memory of Dr. Elaine Alexander
Jean Kahan

Dr. Daniel Wallace
Troy and Leslie  Daniels

In Memory of Edith Ackerman
Evelyn Katz

Arlene  Kline
Scott, Carol, Derek & Alison Lauter

Donna & Stuart Platt
Violet & Murray Sandler

Brian Solodar
Joan McNichol & Family

Sheryl Saxe-Dowling & Wayne Dowling
The Oxman Family

In Memory of Irene O’Leary
Maureen & Bruce Murden

In Memory of Jean Hoefler
The Moriarty Family

In Memory of Julie Hooks Healey
Charlotte Milnor

In Memory of Lea Schnell
Mr. & Mrs. Marion Brown

In Memory of Linda Howard
Jane Webb

In Memory of Nancy Kipp
San Diego & Imperial Counties Chapter

In Memory of Pauline Roberts
Phyllis & Harold Dubois

Eddie and Rebecca Quigley
Joan Steber

In Memory of Sue Henriksen
Lynn Henriksen

In Honor of Andy & Yvette Gontkovsky
Von Lee

In Honor of Carolyn Vega
San Diego & Imperial Counties Chapter

In Honor of David Geffen
Bob & Ellen Meyer

In Honor of Debi Westlund
Danny, Bobbi & Dayton Munn

In Honor of Dr. Robert Fox
Linda Zarzeczny

In Honor of Elle Salon Staff
Debbie & Jill Herman

In Honor of Fred & Lillie Meeks, Sr.
Fred, Sally & Meredith Meeks

In Honor of Jackie Hill
Mike Hill

In Honor of Joanna Matthews
By your Brother Clifton Matthews

In Honor of Linda M Pietroski
Robert Waters

In Honor of Mark Weisseg
Matthew  Weisseg

In Honor of Mrs. Caldarulo
Dave Crossley

In Honor of Nancy Beckendorf
Kirk, Tracey and Tisha Beckendorf

In Honor of Nancy Crabbe
Pete Giacopelli

In Honor of Neala “Kay Shager”
 Georgia Adams Joe & Carol Alms
 Deb & Jerry Caldwell Carolyn Carlson
 Gary & Karen Gesell Rebecca Gessner
 Robert & Lorraine  Jacobson Mary Ellen & Stuart Knappmiller
 Ruth & Vernon  Lunzer Carol McConaughey
 Judith Rohde Richard Shager
 Joan Sorensen Carol Woodward

Harold & Ruth Ziemann
In Honor of Nora McLean

Lise McLean
In Honor of Rachel Kimmel

Mom and Dad
In Honor of Shannon Voelkel

Scott Voelkel
In Honor of Waltraud Schlanzky

Paula Peterson
In Honor of Debbie Herman

Josh, Bethany, Grayson and Evangeline Isabell
In Honor of Jennifer Unger

Dad & Mom
In Honor of Al & Debbie Herman

Adam & Sandy Herman

10 January 2014 / The Moisture Seekers



I Stood Up...
Christine Molloy 
Author and Sjögren’s Patient

A year before being diagnosed in 2011, Christine’s 
rheumatologist had suspected she had Sjögren’s 
and encouraged her to go on the SSF website to 

learn more about how to cope with her various symptoms 
of dryness. While on sjogrens.org, Christine noticed the 
upcoming 2010 SSF National Patient Conference and 
decided to attend even though Sjögren’s was only a “sus-
picion” at the time. “This ended up being one of the best decisions 
I have ever made. I was surrounded by people just like me. These were 
people who understood how I felt,” said Christine.

Once she returned from the Conference, Christine connected to more 
patients by joining the SSF Facebook page (www.facebook.com/Sjogrens-
SyndromeFoundation) and attending her local SSF Support Group in 
Boston, MA. It was while attending that support group that Christine, a 
writer and author, felt that she had to share the stories of other patients 
who suffered from Sjögren’s. That is when she asked others from around 
the country to submit their Sjögren’s stories for a potential future book. 
Today, that book is a reality, in the newly released: Tales From the Dry Side: 
The Personal Stories Behind the Autoimmune Illness Sjögren’s Syndrome. 

Finding many similarities among the individual stories, one predomi-
nate reoccurring thread was the difficulty of being diagnosed and how 
determined each person was to find an answer for their debilitating 
symptoms. Although one disturbing similarity she noticed, which is also 
a common theme we hear at the SSF, was how many sufferers were told 
that their physical symptoms were only in their head. “I cannot empha-
size enough how tragic this is and how it affects one’s sense of self,” said 
Christine about the trend.

When asked what her advice would be to fellow Sjögren’s patients, 
Christine said, “It sounds a bit trite, but I would say that you can never 
give up hope. Hope can sustain you through the long days of doctor’s 
appointments and the days that are filled with pain. I don’t think I have 
ever met a Sjögren’s patient that does not eventually have a better day.” 

Christine still attends the Boston SSF Support Group and will be 
conducting a book signing of her new book at the 2014 SSF National Pa-
tient Conference. Thank you Christine for standing up for Sjögren’s!  n
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Tales From the Dry 
Side: The Personal 
Stories Behind the 
Autoimmune Illness 
Sjögren’s Syndrome
By Christine Molloy 

“Books like this are a wonderful opportunity 
to have the Sjögren’s story come to life. Each 
patient’s journey is unique, yet still has similar 
plot lines that include a long diagnosis time, a 
huge learning cure, introductions to numer-
ous new healthcare specialists and the myriad 
of confused looks from family and friends 
when they tell them that they were diagnosed 
with Sjögren’s. 
I am humbled by those patients that are 
willing to tell their story. Women and 
men who are willing to stand up, share 
their struggles and their triumphs as they 
manage this common, yet unknown and 
confusing disease.” 

– Steven Taylor, CEO, Sjögren’s Syndrome Foundation

Tales From the Dry Side by Christine Molloy $15.00 $10.00
Maryland Residents add 6% sales tax
Shipping and Handling: US Mail: $5 for first item + $3 for each additional item
 Canada: $14 for first item + $3 for each additional item
 Overseas: $22 for first item + $3 for each additional item

Total Amount

 Non-
 Member Member
 Price Price Qty Amount

This book can be purchased using the order form below, online at 
www.sjogrens.org or by contacting the Sjögren’s Syndrome Foundation office at 800-475-6473.

Mail to SSF, BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415

Name  ____________________________________________________________________________________________

Address  __________________________________________________________________________________________

City  _________________________________________________    State  ________    Zip  _________________________

Telephone  _____________________________   E-Mail  _____________________________________________________

o Enclosed is a check or money order (in U.S. funds only, drawn on a U.S. bank, net of all bank charges) payable to SSF.

o MasterCard   o VISA   o Discover   o AmEx    Card Number  ____________________________    Exp. Date  __________

Signature  ______________________________________________________________ CC Security Code ___________
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Host Your Own SSF  
Event And Help  
Us Reach Our 
Breakthrough  
Goal!

EVENT IDEAS

Special event fundraisers can be a great way to 
raise money and many require spending little or 
no money. It is also a great way to get involved and 

give back while getting your friends, family, neighbors, 
work colleagues, etc. to help raise funds while increasing 
awareness for Sjögren’s at the same time. The possibili-
ties are endless. Have fun and use your imagination. 
Some examples:

Bake Sale

Restaurant “Night Out” 

Movie Night

Dress Down Day

Car Wash

Pancake Breakfast

Yard Sale

Sports Tournament

Dinner Party 

Bingo Night

Fashion Show

High Tea

Please contact Stephanie Hilton, Special Projects Man-
ager at the Foundation office with any additional questions 
at 301-530-4420 ext. 227 or shilton@sjogrens.org.  n

P
a

n
c

a
ke

 B
re

a
kf

a
st

Movie Night

Fa
sh

io
n 

Sh
o

w

January 2014 / The Moisture Seekers 13



A
s a Sjögren’s patient, it’s easy to feel confused or 
overwhelmed by the abundance of information avail-
able about the illness and how it affects your body.  
But here is your opportunity to work on  “Solving 

the Sjögren’s Puzzle,” taking an educational journey 
to take control of your health and day-to-day 
living by learning from the best minds 
dealing with Sjögren’s.  This April, join 
fellow Sjögren’s patients and their family 
members as well as healthcare profes-
sionals and other experts who specialize in 
Sjögren’s at the 2014 SSF National Patient 
Conference in Chicago (Rosemont, Illinois).

SSF programs are the best Sjögren’s patient 
education opportunities in the country.  
They have helped thousands gain a 
better understanding of Sjögren’s 
and will help you, too.  This two-
day event will feature an array of 
presentations from the country’s 
leading Sjögren’s experts – physi-
cians, dentists, eye care providers, and 
researchers – who will help you understand 
how to manage all key aspects of your disease.  

So this April 25-26, we invite you to join with us and experi-
ence a weekend where you will heighten your understanding 
and work toward “Solving the Sjögren’s Puzzle” at the 2014 
National Patient Conference in Chicago (Rosemont, Illinois).

Call 800-475-6473 or visit www.sjogrens.org  
today to receive the latest information.

SAVE 
THE 
DATE!

2014 SSF National Patient Conference

“Solving the Sjögren’s Puzzle”
   April 25-26, 2014

         Hyatt Regency O’Hare
           Chicago (Rosemont, Illinois)

Presentation topics will include:
Overview of Sjögren’s Syndrome
Pulmonary Issues and Sjögren’s

Dry Eye / Dry Mouth and Sjögren’s 
What is in the Clinical Trial Pipeline?
Gastrointestinal Issues and Sjögren’s
Clinical Practice Guidelines Overview

Nutrition, Wellness and Autoimmune Disease 
Overlapping Major Connective Tissue Diseases



• Refund requests must be made in writing. Registrants whose written requests are received by April 3rd will receive a 75% refund. After 
that time, we are sorry that no refunds can be made. 

• Dietary Requests: Unfortunately, we cannot accommodate all special dietary requirements. We can accommodate vegetarian or gluten-
free dietary requests. If you require a vegetarian or gluten-free meal option, please contact Caroline Mullin at the SSF office (301-530-
4420, ext. 214) by April 3rd.

• A limited number of rooms are available at the Hyatt Regency O’Hare (9300 Bryn Mawr Avenue, Rosemont, IL 60018) at the SSF rate of $125 
per night plus tax if reservations are made by April 1, 2014. Call the toll-free hotel Central Reservations number at 888-421-1442 or call the 
Hyatt Regency O’Hare directly at 847-696-1234 and refer to the group name “Sjögren’s Syndrome Foundation” for the discounted rate.

• The Hyatt Regency O’Hare is approximately one (1) mile from the O’Hare International Airport. The hotel offers a 24-hour complimentary 
shuttle service to and from the airport that runs every 15 minutes. Alternate transportation suggestion: Taxi Fare/$10 (one way).

3 PAYMENT – Mail to SSF, c/o BB&T Bank • PO Box 890612 • Charlotte, NC 28289-0612 or Fax to: 301-530-4415

o Enclosed is a check or money order (in U.S. funds only, drawn on a U.S. bank, net of all bank charges) payable to SSF.

o MasterCard   o VISA   o Discover   o AmEx    Card Number  ___________________________   Exp. Date  _______________

Signature  ________________________________________________________________ CC Security Code _______________

1 
ATTENDEE – complete for each registrant

Attendee Name(s)  _____________________________________________________________________________

Attendee Name(s)  _____________________________________________________________________________

Street Address  ________________________________________________________________________________

City  ______________________________________   State  _______________    Zip  _______________________

Telephone  _____________________________________  E-mail  ____________________________________________________

2 FEES – please circle appropriate fee(s) (Note: Early Bird Deadline is March 31, 2014)
 March 31st and before April 1st and after
SSF Members & Guests $170 per person $190 per person
Non-Members $190 per person $210 per person

 TOTAL: 

Space is limited. Please register early!

Registration Form
Registration fees include: Friday evening dinner, Saturday’s lunch, snacks 
and beverages each day, hand-out material from speakers and entrance to 
exhibit area on Friday and Saturday.

2 0 1 4  N A T I O N A L  P A T I E N T  C O N F E R E N C E
C H I C A G O ( R O S E M O N T,  I L L I N O I S )  —  A P R I L  2 5 – 2 6 ,  2 0 1 4 

Q U E S T I O N S ?  Call 800-475-6473 or visit www.sjogrens.org



The Moisture Seekers
Sjögren’s Syndrome Foundation Inc.
6707 Democracy Blvd., Ste 325
Bethesda, MD 20817

Phone: 800-475-6473 
Fax: 301-530-4415

If you would like to receive this newsletter but are not currently an SSF Member, please contact us! 800-475-6473

February
 22 Phoenix Walkabout & Health Fair 

Paradise Valley Mall, Phoenix, Arizona

March
 17 New York City Sip 

NYU Rosenthal Pavilion, New York, New York

 30 Long Island Walkabout & Health Fair 
Roosevelt Field Mall, Garden City, New York

April
 25-26 National Patient Conference 

Chicago – Rosemont, Illinois

 26 National Patient Conference Walkabout 
Chicago – Rosemont, Illinois

 TBA GWR Walkabout / Family Day 
Washington D.C. Area

Be Part of the SSF Breakthrough Goal Team

May
 3 Philadelphia 10th Walkabout & Health Fair 

Philadelphia, Pennsylvania

 10 Dallas Fort Worth Walkabout & Health Fair 
Dallas, Texas

 31 NE Ohio Walkabout 
Ohio

June
 1 Columbus Walkabout 

Columbus, Ohio

 14 Denver Walkabout 
Denver, Colorado

 TBA Atlanta Sips 
Atlanta, Georgia

 TBA Kansas City Walkabout 
Independence, Missouri

2014 SSF Special Event Calendar
Join in the fun and help increase Sjögren’s awareness. The SSF is very excited for 
all of our events coming this year. Look at our special event calendar below to see 
if there is a Walkabout or Sip for Sjögren’s coming to your area.

Visit www.sjogrens.org or con-
tact the SSF office to learn more 
about our events!

sip for

a
fine water
tasting event


